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Abetalipoproteinaemia, 83, 118 
hypobetalipoproteinaemia, 118 
Abortion, 143, 145, 152ff. 
selective interruption of pregnancy, 146, 
151ff. 
Accidents, 34, 68, 169, 177, 212 
Acetylsalicylic acid, 109 
Aids see also ‘glasses’ and ‘mobility’ 
anti-dazzle-shields, 44 
auditory screen, 66 
closed-circuit television, 35, 55ff., 60, 71, 
188, 212, 233 
contact lens, 114 
electronic aids, 198 
electronic note book, 71 
filter lenses, 35 
fluorescent lamps, 59 
guide dog, 70, 71, 198 
indication, 47 
lens, 96, 127 
long cane, 71, 197 
low vision reading teacher, 28 
movat-sensor, 44 
night vision aid, 71 
orthopaedic aid, 69 
residual light amplifier, 44, 85 
short cane, 198 
supply, 56, 67 
tactile map, 199 
tactile media, 197 
ultrasound spectacles, 44, 71 
ultrasound, 44, 71 
video magnifier, 56 
vision aid, 43, 44, 45, 47, 59 
white cane, 185 
wide-angle optical systems, 84 
wide-beam torches, 44 
Albinism, 142 
Anaesthesia, 145, 229 
Animal models, 93, 95ff., 125ff. 
chimeras, 102 
dog, 136 
miniature pig, 128 
monkey, 128, 135 
pig, 125 
primate, 128 


rabbit, 128 
RCS rats, 102, 126 
mice, 102 : 
treatment with acetylsalicylic acid, 109 
treatment with aspisol, 107ff. 
cat, 133 
Anophthalmia, 142 
Arden’s ratio, 89 
Aspisol, 107ff. 
Astigmatism, 141 
Atrophia Gyrata, see ‘gyrate atrophy’ 
Audiotypists see ‘job market’ 
Autoimmunity, see ‘immunology’ 
Autoradiography, 130 
Axon, 97 
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Bardet-Biedl-syndrome, 142, 144 
Bassen-Kornzweig-syndrome, see ‘a-beta 
lipoproteinemia’ 
Best’s disease, 125, 126 
Betamethasone, 130, 133 
Biopsy, 130 
choriorentinal biopsie, 130, 136 
in vivo biopsies, 132 
Bipolar cells, 97 
Bjerrum’s screen, 89 
Blepharophimosis, 142 
Blindness, 8, 34, 161ff., 229 
colour blindness, 34 
night blindness, 6, 8, 34, 229 
organizations for the blind, 25, 217, 225 
Blood 
blood-retinal-barrier, 101 
samples, 15 
supply, 128 
test, 229 
vessels, 84, 95ff. 
Bone corpuscles, 95 
Braille, 60, 64, 73 
_ printers, 64 
reader, 71 
typewriter, 71 
Bruch’s membrane, 98, 105, 107, 108, 128, 
132ff. 
Buphthalmus, 142 
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Career, 191, see also ‘job market’ 
choice of career, 201, 204, 205ff. 
counselling, 45, 146, 191, 204, 205 
opportunities, 34, 169 
planning, 45 
rehabilitation, 206, 207 

Carrier, 6, 10ff., 145, 153ff. 

Catalase, 126 

Cataract, 33, 113ff., 142, 229 
contact lens, 114 
crystalline lens, 113, 114 
zonular cataract, 142 

Cell ‘therapy’ see ‘treatment’ 

Ceroid lipophuscinosis, 142 

Cholesterol, 118 

Chondroitin sulfate, 101 

Choriocappillaries, 97, 125 

Chorioretinal biopsie, see ‘biopsy’ 

Choroid, 127ff., 141 

Choroideremia, 7, 9ff., 16, 23, 125, 126, 145 

Chromosomal defect, 141 

Chronic granulomatous disease, 15 

Ciliary body, 127 

Coagulation, see ‘treatment’ 

Coats’ disease, 84 

Coloboma, 142 

Colour blindness, 34 

Colour perimetry, 89 

Colour vision, 59, 96, 178 

Communication 
audio cassettes, 45 
auditory communication channels, 64 
auditory screen, 66 
body language, 197 
cassette tape, 224 
non-verbal information, 197 
RP journals, 38, 224 
tactile communication channels, 64, 65 
talking book libraries, 45, 228 

Complamin, see ‘treatment’ 

Computer, 38, 45, 63, 188, 202, 221ff. 
auditory communication channels, 64 
auditory screen, 66 
braille reader, 71 
braille typewriter, 71 
man-machine interface, 64 
MS-DOS operating system, 222 
tactile communication channels, 64, 65 

Computer tomogram, 229 

Cones, 96 

Conjunktiva, 127 

Contact lens, 114 

Contrast sensitivity, 43, 60, 178 

Coping, 34, 68, 169, 175ff. 
reorganization of family life, 194 


accidents, 34, 169, 177 
coping strategy, 192, 193 
daily living skills, 182 
disco, 44 
family of RP patients, 192 
hopes of patients, 4, 14, 78, 102 
kineasthetic sens, 197 
leisure activities, 34, 169 
leisure time, 193 
life style, 78, 185ff. 
negotiation phase, 14 
parents of RP patients, 191 
partners of RP patients, 191 
personality crisis, 34 
physical exercise, 84 
physical strain, 187 
psychological strain, 187 
resignation, 77 
self-determination, 181 
sense of smell, 197 
sense of touch, 197 
sighted companion, 198 
social integration, 191 
social network, 191 
social segregation, 191 
stigmatization, 191 
stress, testing, 209ff. 
stress, training, 209ff. 
trial and error method, 183 
Cornea, 141 
corneal grafting, 128 
microcornea, 142 
Cortisone, 122 
Course of disease, 6, 8, 70, 179, 206, see also 
‘prognosis’ 
fluctuation of measurements, 88 
monitoring of, 13ff., 87 
period of stability, 77 
physical strain, 187 
psychological strain, 187 
risk factors, 15 
Crystalline lens, 113, 114 
Cyanamid, 130 
Cyanoacrylate, 130 
Cyclopia, 141, 142 
Cyclosporin A, 122 
Cytotoxin A,S, 122 
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Dark adaption, 89 

Databank, 26, 32, 63, 221 
for medical literature (MEDLARS), 11 
for monitoring the course of the disease, 15 
registration of patients, 15 
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retinal screening centre, 31ff. Fund raising, 48, 20ff., 23ff., 223, 233, 235, see 
retinitis pigmentosa registry at UCLA, 10 also ‘research promotion’ , 
RP registers, 10, 15 pharmaceutical industry, 25, 40 
Dazzling, 48, 55, 61, 175, see also ‘light’ Fundus reflectometer, 20, 90 
dBASE Il, Ill, 222 
Deafness, see ‘hearing’ 
Deletions, see ‘genetics’ 
Diabetics, 38, 224, 225 G 
Diagnosis, 31, 35, 59, 77, 117, 118, 125, 136, 
145, 175, 225, 229 Gaucher’s disease, 142 
accuracy of diagnosis, 145, 151ff. Gene technology, 141ff., 147ff., 151ff. 
anaesthesia, 145, 229 Genetic counselling, 36, 141ff., 151ff., see also 
anamnesis, 59 ‘genetics’ 
depression by, 26 abortion, 143, 145, 152ff. 
differential diagnosis, 151ff. early diagnosis, 145, 151ff. 
early diagnosis, 145, 151ff. heterozygote identification, 158ff. 
ethical questions, 146, 151ff. late manifestation of RP, 146, 151ff., 198, 
heterozygote identification, 169 229, 233 
retinal screening centre, 31ff. prenatal diagnosis, 145, 151 ff. 
Diet, see ‘treatment’ sex determination, 145 
Diffrarel, see ‘treatment’ Genetic information project, 19 
Discs, 98 Genetics, see also ‘genetic counselling’ 
disc shedding, 98 chromosomal defect, 141 
Double blind study, see ‘treatment’ deletions, 149 
Drugs, see ‘treatment’ foetus, 6, 145, 151ff. 
genetic make-up, 141 
genetic predisposition, 142 
E mental handicap, 149 
Gentamicin, 130, 133 
Early receptor potential, 90 Glasses, see also ‘aids’ , ‘spectacles’ 
EEG, 229 absorbent, 59 
Employment, see ‘job market’ magnifying glasses, 59, 60, 64, 71, 73, 114 
Endomanipulator, 132 phototropic glasses, 49 
Endoplasmatic reticulum, 100 spectacles, 114 
ENKAD, see ‘treatment’ Glaucoma, 142, 224, 225 
EOG, 5, 89 Glycocalyx, 104 
Epiretinal membranes, 135 Glycoprotein matrix, 101 
ERG, 3ff., 14, 31, 88, 145 Golgi apparatus, 100 
Eye anatomy, 95ff., 127 Grid planimetry, 88 
Eye donations, 7ff., 38, 102, 126, 135, 230 Guide dog, see ‘aids’ 
eye banks, 20 Gyrate atrophy, 7, 9, 83, 229 
eye donor card, 13 
retina donor program, 13, 20 
Eye pressure, 141 
H 


F Halothane, 130 
Health care 

Fatty acids, 118 association for the blind, 25, 217, 225 
Fellowship programs, 19 health cures, 212 

biochemical research fellowships, 24 health insurance, 51, 68, 143, 189, 212 
Flicker fusion threshold, 90 institute for the blind, 25 
Fluorescein angiography, 89 interdisciplinary advice, 205 
Fetus, see ‘genetics’ professional health system, 33 
Fovea, 96, 128 public welfare, 212, 213 
Free radicals, 126 social welfare, 231 
Freud’s adjuvant, 121 welfare institutions, 183 
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Hearing, 197, 207 
deafness, 45 
hearing ability, 186 
hearing aids, 84 
hearing impairment, 45 
labyrinthine deafness, 45, 142 
loss of hearing, 84 
pseudo-retinitis pigmentosa, 84 
Heterozygote identification, see ‘genetic 
counselling’ 
Huntington’s chorea, 141, 142 
Hypobetalipoproteinaemia, see 
‘abetalipoproteinaemia’ 


I 


Immunology, 120 
autoimmune damage, 84 
B-lymphocytes, 119 
immune-privileged organ, 128 
i stimulation, 121 
immunotherapy, 78, 83, 121 
Incontinentia pigmenti, 142 
Infectious damage, 84 
Inner limiting membrane, 97 
Inner nuclear layer, 97, 127 
Inner plexiform layer, 97 
Insurance, 68, 212 
health insurance, 51, 68, 143, 212 
pension insurance institutions, 69 
Integration, 73 
Interphotoreceptormatrix, 101, 104 
Todoacetate, 104 
Iodopsin, 98 
Tonic pumps, 125 
Iris, 127, 141 
IRPA-congress 
London (1978), 19 
Baltimore (1981), 20, 36, 218 
Helsinki (1984), 20, 27, 31, 149 
Bad Nauheim (1986), 4, 15, 221° 


J 


Job market, see also ‘career’ 
audiotypists, 202 
compulsory quotation, 204 
full-time job, 188 
job creation scheme, 203, 231, 232 
part-time job, 188 
social worker, 202 
Stress testing, 209ff. 
stress training, 209ff. 
telephonists, 202 
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unemployment, 193 
working place, 45, 73, 199 


K 


Kearns-Sayre syndrome, 83 
treatment with coenzyme Q10, 83 
Kinaesthetic sense, see ‘coping’ 


L 


Labelling of donor cells, 129 
Labyrinthine deafness, 45, 142 
Lamellar whorls, 103, 107 
Laser interference holography, 92 
Laser photocoagulation, 100 
Leber’s optic atrophy, 142 
Lens, see ‘aids’ 
Light, 28, 34, 43 
intensity of light, 60 
lighting, 175, 183, 188 
poor light, 44 
strong light, 44, 85 
Lipofuscin, 126 
Luminance, 85 
Lyosome, 99; 101 
Lysosomal enzymes, 125 
Lysosomal membrane, 107 
effects of anti-inflammatory drugs, 109 
Lytic enzymes, 101, 103ff. 


M 


Macular degeneration, 205 
senile, 126 
Marfan syndrome, 142 
Measles, 121 
Melanin, 100, 126 
Mental handicap, 149, 164, 207 
Microcornea, see ‘cornea’ 
Microphthalmia, 142 
Microsurgery, 132 
Microvilli, 101, 133 
Mitochondria, 99 
Mobility, 44, 185ff., 191, 197, 224 
guide dog, 70, 71, 198 
long cane, 71, 197 
mobility teacher, 60 
mobility training, 45, 71, 185ff. 
short cane, 198 
sighted companion, 198 
swinging technique, 198 
white cane, 185 
Molecular genetics, see ‘genetics’ 


Morphology of the eye, 96ff. 
Multipolar cell layer, 97 
Myopia, 142, 143 


N 


Nerve cell body, 96 
Neuroectoderm, 136 
Neurons, 96 

Night blindness, 8, 10, 34, 229 


Opticians, 25, 28 
Orientation, 8, 47, 48, 85, see also ‘mobility’ 


Ornithine, 83 
Oxygen, 78 


P 


Pan-uveitis, 130 
Patient organizations, 33, 36, see also ‘self help 
groups’, ‘RP societies’ 
professionalization, 39 
Patient—doctor-relationship, 85, 122 


Perimetry, 5, 88, 89 
automatic static perimetry, 88 
calibration, 88 

Perthes’ disease, 142 

Phagocytosis, 101, 102, 121 

Phagosome, 99, 108 

Phosphenes, 176 

Photoreceptor outer segments, 125 

Phytanic acid, 83 

Placebos, 93 

Prenatal diagnosis, 145, 151ff. 

Presswork, 227, 277ff., see also ‘public 
relation’ 

Prevalence of RP, 10, 142 

Prognosis, 59, 146, 205, see also ‘course of 
disease’ 
late manifestation, 146, 151ff., 198, 229, 233 

Proliterative vitereoretinopathy, see 
‘retinopathy’ 

Psychotherapy, 210 

Public relation, 12, 227ff. 

Pupillography, 90 

Pyknotic nuclei, 103 


Q 


Quality of life, 51 
Questionnaires, 3ff., 31, 38,52, 152, 217 


R 


Reading 
ability, 179, 115 
techniques, 28 
Rectus muscle, 127, 132 
Refsum’s syndrome, 6, 83, 118, 229 
Rehabilitation, 9, 73, 74, 205ff., 197ff., 209ff. 
educational measure, 211 
medical rehabilitation, 70 
rehabilitation organisations, 67ff. 
rehabilitation training, 183 
social rehabilitation, 191 
Research promotion, 3ff., 12ff., 16, 19ff., 23ff., 
26, 28, 31, 33, 191, 235, see also ‘fundraising’ 
awards, 36, 37, 39 
biochemical research fellowships, 24 
pharmaceutical industry, 25, 40 
ride for sight, 235, 236 
Residual vision, 8, 59 
Retina, 96, 125, 127, 141 
arterioles, 97 
central serous retinopathy, 126 
detachment, 126, 129 
oedema, 126 
proliterative vitreoretinopathy, 135 
retinal venuole, 97 
retinoblastoma, 142 
retinochisis, 142 
Retinal pigment ephitelium, 100, 125ff., 141 
Retinotomy, 132 
Rheumatism, 38 
Rhodopsin, 98 
Ribosomes, 100 
Rods, 96 
inner segments, 97 
outer segments, 97, 98 
Retinitis Pigmentosa 
autosomal recessive RP, 10 
pseudo-retinitis pigmentosa, 84 
variety of RP, 7ff., 229 
X-linked, 12, 15, 20, 29, 143, 146ff., 147ff., 
230 
RP research, 4ff., 35, 39, 86, 230, 231, see also 
‘research promotion’ 
5 year plan, 20 
initiation of research programs, 24 
interdisciplinary, 14, 39, 230ff. 
linear accumulation of knowledge, 3, 15 
management of the scientific enterprise, 20 
multi-discipline center, 19, 24 
quality research, 21 
RP cube, 6ff. 
scientific advisory board, 19, 37, 235 
RP societies, 3, 11, 12, 14, 19ff., 23ff., 27ff., 
33ff., 217, 219ff., 230 
aims, 19, 21, 23, 149, 191, 194, 236 
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board of trusties, 19 

branches, 23 

director of science, 20 
executive committee, 20 
executive director, 21 
free-phone help-line service, 26 
lobbying force, 24 

management committee, 24 
national board of trusties, 20 
new members, 14, 25, 217, 218 
part-time helpers, 26 
presidents meeting of the european RP 
societies, 15 
professionalization, 39 

public relation officer, 24 
research commissioner, 20, 35 
secretarial function, 27 

trustee, 24 

welfare committee, 25 


S 


Sclera, 96, 127, 141 
pars plana sclerotomy, 132 
Scotoma, 177 
Screening program, 117 
Self help groups, 33, see also ‘patient 


organizations’, ‘RP societies’ 
Smallpox; 121 
Social care, see ‘health care’ 
Social problems, see ‘coping’ 
Spectacles, see also ‘aids’, ‘glasses’ 

filter lenses, 35 

ultrasound spectacles, 44, 71 
Squint, 142 
Stargard’s disease, 125, 126 
Superoxide dismutase, 126 
Synapse, 97 


Tactile media, see ‘aids’ 
Technical aids, 7, 28, 35, 43ff., S1ff., 67ff., 
73ff., 88, 191, 202, 204, 207, see also ‘aids’ 
Therapy, see ‘treatment’ 
Tranplantation, 125 ff. 
inflammatory response, 125ff. 
parts of brain, 136 
Treatment, 14, 34, 102, 109, 113, 117, 118, 
122ff., 125ff., 151, 157, 211, 212, 229 
acetylsalicylic acid, 109 
animal models, 95ff. 
anti-inflammatory drugs, 109 
aspisol, 107ff. 


bendazac, 40 

cataract, 113ff. 

cell ‘therapy’, 85 

coagulation, 84 

coenzyme Q10, 83 

complamin, 35 

diet, 78, 84, 229 

Diffrarel, 35 

double blind study, 77, 94 

drug development, 93 

drug evaluation, 93 

ENKAD, 20, 78, 83 

experimental therapies, 85, 96 

gyrate atrophy, 83, 229 

health cures, 212 

hopes for, 3ff., 77ff. 

immunotherapy, 78, 83, 121 

Kearns-Sayre syndrome, 83 

monitoring, 87ff. 

non-specific, 78 

partly rational, 78 

physical exercise, 84 

psychotherapy, 211 

rational scientific trials, 14ff. 

Refsum’s syndrome, 83, 229 

side effects, 79ff., 93ff. 

transplantation of RPE, 125ff. 

vasolidators, 35, 40, 78 

vitamin preparations, 78 
Tunnel vision, 8, 175ff., 229 

peripheral vision, 45 


U 


Ultrasound spectacles, see ‘aids’ 

Unemployment, see ‘job market’ 

Urethane, 104 

Usher syndrome, 45, 142, 143, 186, 219, see 
also ‘hearing’ 

Uvea, 96 


Vasolidators, see ‘treatment’ 

Vestibular sense, 197 

Visual acuity, 31, 43, 70, 73, 88, 96, 205 

Visual aids, see ‘aids’ 

Visual field, 3, 6, 31, 34, 35, 43, 45, 59, 88, 
114, 175, 205, 232 

Visual pigments, 98, 125 

Visual violet, 98 

Visually evoked cortical potentials (VECP), 
91 

Vitamin A, 125 

Vitreous body, 141 
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Vitreous humour, 96 
Vocational advancement, 71 
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Welfare, see ‘health care’ 
Wiskott-Aldrich syndrome, 122 
Working place, see ‘job market’ 


Xx 


Xenon, 100 


Z 


Zonulae adherentes, 125 
Zonulae occludentes, 125 
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